###### Strengths and limitations of this study

-   This study will be the first to systematically assess the literature on youth participatory research evidence for informing health policy.

-   Involving a Youth Advisory Group throughout the review, will ensure youth participation and strengthen the relevance of the results.

-   The review will be limited to studies written in English, which may result in exclusions of studies published in other languages.

Introduction {#s1}
============

Young people's participation in research produces knowledge that is indispensable for creating appropriate and effective policies and practices.[@R1] The absence of young people's input can lead to ineffective and potentially detrimental policies.[@R4] Young people can productively engage in the planning, design and implementation of research.[@R6] Their participation in research provides a form of evidence unavailable through other research means (eg, interviewing adults, document analysis),[@R8] as adults (eg, parents) are not good proxies for young people's perceptions and actions. While researchers use a range of techniques to increase youth participation, participatory research,[@R9] especially as part of an ethnographic approach,[@R10] and youth-led participatory action research (YPAR)[@R15] are leading research approaches with young people. In YPAR, young people investigate, document and analyse issues, and develop and implement action plans to rectify those issues.[@R16] Participatory research and YPAR acknowledge and attempt to address power imbalances that privilege researcher and adult perspectives and agendas and challenge top-down policy development, privileging instead 'inside knowledge'.[@R17]

In health research, the participation of adult stakeholders has increased.[@R18] Adult participants are co-designing research and co-constructing knowledge. As a result, participatory research is informing health policy through research centres and institutes, such as the Patient Centered Outcomes Research Institute. Previous systematic reviews on the impact of adult-stakeholder engagement in research concluded that engagement is feasible in health settings and enhances the quality and appropriateness of research and policy.[@R19] Previous systematic reviews have also focused on youth engagement in health research.[@R20] This literature has primarily focused on ethical issues and risks associated with participation[@R22] and on developing methods to include young people as research participants.[@R23] However, to our knowledge, no systematic review has synthesised evidence on the implementation of youth-derived health research evidence to inform health policy. Such a review is a critical step towards shifting youth health policy to become more sensitive to youth's needs and experiences. Therefore, the objectives of this systematic review are to describe the evidence produced through youth participatory research for informing policy, as well as the strategies used to disseminate youth participatory research evidence to health policymakers. These are necessary first steps to improve policymakers use of youth participatory research evidence and, thereby, make programmes more impactful for young people.

This systematic review focuses on youth participatory research evidence in health. The field of health was chosen because it is a broad field that will allow for a comprehensive, interdisciplinary exploration and a growing number of health researchers are using youth participatory research as a methodological approach.[@R24] Furthermore, our recent scoping review of youth inclusion in health intervention research showed an increase over the past decade. We also identified gaps in dissemination of youth-produced evidence and a tokenisation of youth participatory research evidence.[@R25] These findings demonstrate a need for better awareness of youth participatory research evidence and strategies to disseminate it.

Purpose {#s1-1}
-------

We will carry out a systematic review to describe the evidence produced through youth participatory research and its use for informing health policy, and to determine systematic and replicable strategies that researchers use to disseminate youth participatory research evidence to health policymakers.

Methods and analysis {#s2}
====================

Health research spans different fields and disciplines and uses diverse terms and definitions. Therefore, we will use the meta-narrative methodology developed by Greenhalgh[@R26] as a systematic, theory-driven, interpretative approach to make sense of heterogeneous evidence applied in diverse contexts. The approach is highly suited to our review, as it will highlight the contrasting and complementary evidence on the use of engaging youth in research to affect health policymaking. Additionally, this systematic review protocol follows Preferred Reporting Items for Systematic Review and Meta-Analysis Protocols (PRISMA-P) 2015[@R27] reporting guideline (see [online supplementary file 2](#SP2){ref-type="supplementary-material"} for PRISMA-P 2015 Checklist) as well as the data extraction processes outlined by the Cochrane Collaboration.[@R28]
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Stage 1: planning phase {#s2-1}
-----------------------

All planning will follow the meta-narrative methodology protocol and will be designed to achieve the objectives. In an in-person planning meeting, we will share plans with and seek guidance from our Youth Advisory Group (ages 15--25). In this phase, youth will be involved in confirming the aim and priorities of the review. This active group brings expertise on health through their personal and professional experiences (eg, members of Disabled Persons Organizations), and has a good rapport with the team having worked together on previous health studies.

Stage 2: search and mapping phase {#s2-2}
---------------------------------

Published studies that report the utilisation of youth participatory research to inform health policy will be included. Inclusion criteria will encompass studies in English of any design, level of evidence, or paradigm and systematic reviews. We will limit our search to young people (ages 5--25) and exclude grey literature. There will be no time frame restrictions, so databases will be searched from inception to December 2020. We will exclude all studies where young people's involvement is deemed as non-participation based on Hart's[@R29] Ladder of Youth Participation. Non-participation (Hart's rungs 1--3) includes tokenism, participation as decoration and participation that adults manipulate. Hart's depiction of active participation ranges widely from youth assigned a role in a researcher-led project (rung 4) to youth initiating projects and sharing decision-making (rung 8). A YPAR focus fits more fully with the higher rungs in Hart's Ladder (eg, 6, where researchers share decisions about the study with youth). However, our previous experience with using Hart's Ladder to classify studies has taught us that we must include the lower rungs of participation (eg, 4 and 5) so as not to exclude important research questions and participants (eg, youth who by desire, ability or circumstance cannot participate in decision-making). If participation versus non-participation cannot be discerned based on the criteria in the article, we will contact the corresponding author to invite them to submit more information on study methodology.

We will refine our search strategy in conjunction with an expert librarian familiar with youth participatory work. Relevant studies will be identified by searching electronic databases including but not limited to EBSCO, PROQUEST, OVID Medline, Sociological Abstracts and Google Scholar. Keywords will be identified in conjunction with the expert librarian based on standard indexing practices and include health AND policy AND youth or child or young person AND participatory research or action research or engagement (see [online supplementary file 1](#SP1){ref-type="supplementary-material"} for search strategy of OVID Medline). To identify additional studies, reference lists from eligible studies will be searched and key journals will be hand searched. We will export identified records to Covidence, as recommended by Cochrane,[@R28] so the review team can collaborate from anywhere. Study titles and abstracts will first be screened to determine if they meet inclusion criteria. Full‐texts of potentially relevant papers will then be evaluated and reasons for exclusion recorded. Paired reviewers will screen title, abstract and full‐text independently. A third reviewer will resolve disagreements as needed.
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Stage 3: appraisal phase {#s2-3}
------------------------

Depending on study methods, we will appraise study quality using the Quality Assessment Tool for Observational Cohort and Cross‐Sectional Studies for quantitative studies,[@R30] the Critical Appraisal Skills Programme Qualitative Checklist for qualitative studies[@R31] and the Mixed Methods Appraisal Tool for mixed‐method studies.[@R32] These specific tools were chosen based on their fit with the study designs included in our review, validity, evidence for use, practicality and our previous experience using them.

A data abstraction sheet will be developed using a customised Covidence form and include the general details of each study and details specific to the review objectives: that is, phenomena of interest; methodology; descriptions of young people, including social, physical and developmental factors, age, gender, ethnicity, dis/ability; youth participation methods; level of youth participation[@R29]; context; youth outcomes; policy relevance to youth; identified dissemination strategies (eg, passive, active). We will also extract the degree of end-user (ie, policymaker) involvement in the research as this is known to increase the use of research evidence.[@R33] To enhance rigour, two independent extractors will use the Covidence form and compare completed abstraction forms.

Stage 4: data synthesis phase {#s2-4}
-----------------------------

Due to the study objectives and heterogeneity of sources, a meta-narrative approach to analysis will be conducted using the software package NVivo V.12, and data will be systematically thematically analysed.[@R26] First, we will identify meta-narratives by reading the extracted data and coding (ie, reoccurring ideas that are conceptually related will be grouped into concepts) to describe how the evidence produced from young people's participation in research was used to inform policy. Iterative rounds of inductive and deductive coding will be used. Identified meta-narratives will then be systematically applied to all papers. On drafting preliminary results, a participatory workshop will be held with the Advisory Group to invite their critical reflection on the results and determine their priorities for the dissemination activities.

Alongside providing extracted details (Stage 3), we will develop inductive codes of how youth participation informed the findings. These inductive codes will offer an evidence base to build a rationale for youth participatory research evidence (step 1 in the framework for the dissemination of evidence).[@R34] Such an evidence base and gaps that need further research are only established through reviews.[@R35]

To identify strategies that researchers use to disseminate youth participatory research evidence to health policymakers, we will use the deductive code, 'dissemination strategies,' and code in NVivo12 all content related to dissemination to policymakers. We will assess this code further and compile a list of frequency of strategies and stated facilitators and barriers to dissemination. As per the Model for Dissemination of Research,[@R36] we will account for the message, source (eg, researchers, youth participants, policymakers), audience (ie, type of policymaker) and channel (eg, meetings, workshops, news, social media) in each dissemination strategy.

Ethics and dissemination {#s3}
========================

Ethical approval is not required, as primary data will not be collected. We plan to conduct a comprehensive and reproducible review of the literature while recognising that there may be some limitations. Including, language limitations of the research team prevent including studies published in languages other than English. Further, some studies may be missed in our search strategy, though we have an experienced librarian on the team to ensure that our search strategy is as inclusive as possible.

We anticipate that youth participatory research evidence does not yet affect policy, in part, because of a lack of a central framework for disseminating findings, the lack of youth involvement in driving dissemination, attitudes towards youth and a reliance on ineffective passive dissemination techniques (eg, presenting at academic conferences, publishing in academic journals). Dissemination and Implementation Science provides frameworks for understanding how research evidence can best be communicated to improve uptake and use. Specifically relevant are dissemination frameworks based on Diffusion of Innovations theory,[@R37] which is widely used to explain the processes that influence the use of research evidence[@R38] and also understandings from anthropology that information does not flow unidirectionally and that people (eg, policymakers, in this case) creatively reinvent and reinterpret such evidence, which contributes to change. By synthesising the health research, our review will build rationale and credibility for greater use of youth participatory research evidence as well as a better understanding of the dissemination of evidence produced by young people.

The systematic review will create a path forward for the dissemination of youth participatory research evidence to health policymakers, particularly those at state and local levels. Therefore, active dissemination is critical.[@R34] In particular, we will develop policy briefs to build a brief that builds the rationale for using research with and by youth as part of an evidence base necessary for achieving youth health outcomes.

Patient and public involvement {#s4}
==============================

Public involvement is central to the work, as a Youth Advisory Group will be involved throughout the process as described in the "Methods and analysis" section.

Supplementary Material
======================
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